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An estimated 15 million to 25 million adults
in the United States currently provide infor-
mal care (i.e., unpaid care) to relatives and
friends.' Recognition of informal caregivers’
contributions was heightened recently by esti-
mates that project the economic value of their
services to be $196 billion,* a figure that far
exceeds national spending for home health
care and nursing home care. With ongoing
public and private sector efforts to limit post-
acute and long-term care payments, the
health care system’s reliance on family care-
givers will inevitably intensify.

Although informal care can positively affect
the physical and psychological well-being of
care recipients, its provision often comes at a
personal cost to the caregiver. Past studies have
shown that caregiving can adversely influence
the caregiver’s psychological health through
added strain,® stress,®” and depression.8 More-
over, family caregivers are less likely to engage

in preventive health behaviors®™"

and may
even be at increased risk for mortality.” How-
ever, these effects are not the same for all care-
givers.*>~* For example, it has been suggested
that certain factors such as race, advanced age,
employment status, and inadequate social sup-
port increase the caregiver’s risk for poor
health outcomes.”®" Therefore, it appears
that the added burden of caregiving may have
a more severe impact on the well-being of par-
ticular subgroups of caregivers who have pre-
disposing characteristics that place them at
“higher risk” for adverse health outcomes.

Past studies have rarely focused on high-risk
caregivers per se or the nature of their care-
giving tasks. The purpose of this study was to
examine the characteristics, activities, and

challenges of high-risk informal caregivers.
METHODS

Study Design and Sample
Random-digit dialing was used to conduct
telephone interviews with a nationally repre-
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caregivers.

compared with nonvulnerable caregivers.
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sentative cross-section of 4874 households
between May and September 1998.2° Eligi-
bility for study inclusion was restricted to per-
sons aged 18 years or older who were di-
rectly providing unpaid care or arranging for
paid care to a relative or friend at any time
during the 12 months preceding the study. A
randomly selected respondent within each
household who met the aforementioned eligi-
bility criteria completed a structured, pre-
tested survey questionnaire. Interviews were
conducted in English or Spanish and lasted,
on average, 24 minutes.

After initial screening, 83% (n=1002) of
individuals who met the eligibility criteria
gave verbal consent to participate in the
study. For the purposes of this study, informal
caregivers who reported being in fair to poor
health or having a serious health condition
(vulnerable caregivers) were compared with
caregivers without these characteristics (non-
vulnerable caregivers).

Data Collection

Trained interviewers collected data on a
wide range of information, including the fol-
lowing: (1) sociodemographic characteristics
(e.g., age, sex, race), (2) characteristics of rela-
tionship between caregiver and care recipient
(e.g., family or nonfamily, whether or not pri-
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Results. Thirty-six percent of caregivers were vulnerable. Compared with nonvulnerable caregivers,
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mary caregiver, living arrangement), (3) type
of care provided (e.g., activities of daily living
and instrumental activities of daily living), (4)
hours per week of care provided, (5) duration
of care, (6) caregiving intensity (we used the
Level of Care Index,'® a composite variable
that combines the number of activities of
daily living and instrumental activities of daily
living performed with the hours of care pro-
vided per week to generate a score on a 5-
point scale in which 1 =least intensive and
5=most intensive), (7) help received from
formal care providers (i.e., paid professionals
or nonprofessionals), (8) perceived difficulty
of providing care (we used a scale ranging
from 1=very difficult to 4=not at all diffi-
cult), (9) unmet needs in providing care, (10)
effect of caregiving on the caregiver’s health
(we used a scale ranging from 1=strongly
agree to 5=strongly disagree), and (11) the
caregiver’s and care recipient’s health status.

Statistical Analysis
Descriptive statistical analyses, bivariate

analyses, and multivariate regression analy-
ses were performed. We used logistic regres-
sion to model vulnerable caregivers (O=no,
1=yes) as a function of unmet needs in pro-
viding care (0=no, 1=yes), difficulty provid-
ing care (O=not at all or not very, 1=some-
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what or very), caregiving intensity (O=lower
intensity, score of 1-3, 1=higher intensity,
score of 4-5), caregiver reporting that own
physical health has suffered since becoming a
caregiver (0=disagrees or strongly disagrees,
1=agrees or strongly agrees), being a pri-
mary caregiver (O=no, 1=yes), caregiver’s
age (O=younger than 65 years, 1=65 years
or older), sex (O=male, 1="female), marital
status (O=not married, 1 =married), race
(0=White, 1 =non-White), education level
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(0=high school graduate or more, 1=less
than high school graduate), employment sta-
tus (0=unemployed, 1=employed), control-
ling for the care recipient’s health (0=good
or excellent, 1 =fair or poor). Crude and ad-
justed odds ratios, 95% confidence intervals,
and P values were computed. All of the
analyses were weight adjusted to represent
the general population. ~** Poststratification
weight adjustments ranged from 0.05 to 7.76
and were derived by using 3 respondent

TABLE 1—Sociodemographic and Relational Characteristics of Informal Caregivers
Nonvulnerable Vulnerable
Characteristic n (%) n (%) OR (95% CI) P
Sociodemographic Characteristics

Age'y

<65 629 (94) 292 (77) (Referent)

>65 42 (6) 89 (23) 4.57 (3.01,6.76) .001*
Sex’

Male 341 (50) 150 (39) (Referent)

Female 337 (50) 233 (61) 1.57(1.21,2.03) .001*
Race™**

White 521 (77) 296 (77) (Referent)

Black 71(11) 50 (13) 1.24(0.84,1.83) 279

Hispanic 69 (10) 31(8) 0.79 (0.51,1.24) .303
Marital status™

Not married 287 (43) 136 (36) (Referent)

Married 388 (57) 247 (65) 1.34 (1.04,1.74) .025*
Education level*”

>High school graduate 585 (87) 285 (74) (Referent)

<High school graduate 89 (13) 98 (26) 2.26 (1.64,3.11) .001*
Employment status (part- or full-time)*”

Unemployed 186 (28) 203 (53) (Referent)

Employed 491 (73) 89 (38) 0.33(0.26, 0.43) .001*

Relational Characteristics

Affiliation with care recipient

Family 594 (88) 340 (89) (Referent)

Nonfamily 84 (12) 43 (11) 1.12 (0.76, 1.65) 575
Primary caregiver

No 333 (54) 141 (41) (Referent)

Yes 290 (46) 204 (59) 1.66 (1.27,2.17) .001*
Care recipient’s living arrangement

Lives withcaregiver 181 (27) 122 (32) (Referent)

Lives alone 265 (39) 123 (32) 0.69 (0.50, 0.94) .020*

Other 228 (34) 139 (36) 0.90 (0.66, 1.24) 528
Note. OR=crude (unadjusted) odds ratio; Cl = confidence interval.
“Data have been weight adjusted.
*Results reported on available data; less than 1% of participant data are missing.
“Participants of other racial backgrounds (n=17) were excluded.
*Statistically significant (Cochran Mantel-Haenszel xz test).
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characteristics (age, sex, and race).?° Marginal
distributions were estimated with 1996 pop-

ulation estimates generated by the Bureau of
the Census.**

RESULTS

Descriptive Analysis

Sociodemographic and relational character-
istics of caregivers. Thirty-six percent of the
caregivers surveyed were identified as vul-
nerable; that is, they reported being in fair
to poor health or having a serious health
condition. Vulnerable caregivers were more
likely than nonvulnerable caregivers to be at
least 65 years old, female, and married; to
have less than a high school education; and
to be primary caregivers (Table 1). How-
ever, vulnerable caregivers were less likely
than nonvulnerable caregivers to be em-
ployed and to be caring for someone who
lived alone.

Activities and challenges of caregivers. Vul-
nerable and nonvulnerable caregivers did not
differ greatly in terms of the types of activities
of daily living and instrumental activities of
daily living care they provided (Table 2). The
only notable differences in activities of daily
living care provided by the 2 groups were
bathing, dressing, and transferring, with vul-
nerable caregivers more likely than nonvul-
nerable caregivers to be providing these types
of care. In addition, differences in the provi-
sion of instrumental activities of daily living
revealed that vulnerable caregivers were
more likely than nonvulnerable caregivers to
make telephone calls on behalf of the care re-
cipient, to manage the care recipient’s fi-
nances, and to help the care recipient with
obtaining assistance from governmental pro-
grams (e.g., Medicare, Supplemental Security
Income). Moreover, vulnerable caregivers
were more likely than nonvulnerable care-
givers to provide care for 20 or more hours
per week.

Although both vulnerable and nonvulnera-
ble caregivers were equally unlikely to have
help from formal care providers, vulnerable
caregivers were more likely to experience dif-
ficulty with providing care, to have unmet
needs in providing care, and to report that
their physical health had suffered since be-
coming a caregiver.
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TABLE 2—Activities and Challenges of Informal Caregivers

since becoming a caregiver

Nonvulnerable Vulnerable
Variable n (%) n (%) OR (95% CI) P
Caregiver Activities
Type of care provided™’
ADLs
Bathing 139 (22 112 (32) 1.68 (1.25,2.25) .001*
Dressing 226 (36 182 (52) 1.96 (1.50, 2.56) .001*
Feeding 97 (15 67 (19) 1.31(0.93,1.84) 127
Incontinence 99 (16 70 (20) 1.35(0.96, 1.89) .085
Transferring 239 (38 157 (45) 1.34 (1.03, 1.75) .030*
Ambulating 210(33 126 (36) 1.14 (0.87,1.50) .348
IADLs
Shopping 564 (83 335(88) 1.41(0.98,2.03) .063
Housework 487 (12 268 (70) 0.91 (0.69, 1.20) 505
Preparing meals 388 (57 240 (63) 1.25(0.97,1.62) .084
Transportation 514 (76 289 (76) 0.99 (0.74,1.32) 930
Telephone calls 384 (57 245 (64) 1.36 (1.05, 1.76) .020*
Managing finances 290 (43 222 (58) 1.87 (1.45,2.41) .001*
Government program assistance 175 (26 138 (36) 1.60 (1.22,2.10) .001*
Provides >20 h/wk of care™ 225 (35 183 (49) 1.79 (1.38,2.33) .001*
Has been providing care for 21y 531 (79 294 (77) 0.92 (0.68, 1.24) 571
Caregiver Challenges
Has no help from formal caregivers®® 550 (82 295 (77) 0.76 (0.56, 1.04) .087
Has difficulty providing care®” 253 (37 198 (52) 1.78 (1.38,2.29) 001"
Has unmet needs in providing care™ 105 (15 86 (22) 1.58 (1.15,2.16) .005"
Reports that physical health has suffered 98 (15, 119 (32) 2.63(1.94,3.70) .001*

of daily living.
“Data have been weight adjusted.

*Statistically significant (Cochran Mantel-Haenszel xz test).

Multivariate Analysis

As shown in Table 3, after the care recipi-
ent’s health status was controlled for, results
from logistic regression analyses revealed that
vulnerable caregivers were more likely than
nonvulnerable caregivers to have difficulty
providing care, to provide higher-intensity
care in terms of more hours of care per week
in conjunction with a greater number of activ-
ities of daily living and instrumental activities
of daily living, to believe that their physical
health suffered as a result of caregiving, to be
aged 65 years or older, to be married, and to
have less than 12 years of education. The
findings also revealed that vulnerable care-
givers were less likely than nonvulnerable
caregivers to be employed.

March 2002, Vol 92, No. 3 | American Journal of Public Health

Note. OR=crude (unadjusted) odds ratio; Cl=confidence interval; ADL=activities of daily living; IADL =instrumental activities

®Results reported on available data; less than 1% of participant data are missing.

DISCUSSION

Informal caregivers and their advocates
have created a new awareness of the chal-
lenges of caregiving in the current health care
system. In addition to their roles as hands-on
care providers and care managers, family
caregivers also are trusted companions, surro-
gate decision makers, and patients’ advocates.
Many caregivers meet the demands of caring
for a relative or friend in the midst of their
own deteriorating health. In this population-
based national study, 36% of the caregivers
surveyed were vulnerable. Among these vul-
nerable caregivers, over half reported diffi-
culty with providing care, about half were
providing care for 20 or more hours per

week, and over one third reported that their
physical health had suffered since becoming a
caregiver. Moreover, vulnerable caregivers
were more likely than nonvulnerable care-
givers to be providing higher-intensity care
and to be aged 65 years or older. Yet vulner-
able caregivers were no more likely than non-
vulnerable caregivers to have received help
from paid support services for their care re-
cipients. Nearly 4 of every 5 caregivers in
each category provided care without paid as-
sistance even though vulnerable caregivers
bore a heavier care burden and were in
poorer health.

These findings paint a disturbing picture
that warrants the attention of public health
policymakers and health care providers. In
the US health care system, the major source
of paid home health care is Medicare, which
limits eligibility to the elderly and to younger
people with disabilities. Medicare has strict
definitions of ‘homeboundedness,” medical
necessity, and the need for intermittent rather
than continuous care. Home health aide serv-
ices are provided only when there is a need
for skilled nursing care. Furthermore, al-
though aide services and help with activities
of daily living were once readily available to
any Medicare beneficiary whose physician
certified that need, recent changes in the
Medicare home health payment system pro-
vide disincentives for agencies to serve indi-
viduals with long-term care needs. Conse-
quently, the availability of Medicare as a
dependable supplement to family caregiving
has been dramatically reduced. Although
state Medicaid programs, which unlike Medi-
care have legal authority to provide long-term
care, could fill the gap created by Medicare
cutbacks, most have a strong nursing home
bias. Many Medicaid programs are quite ac-
tively engaged in “Medicare maximization”—a
policy of shifting to Medicare as many home
care costs as possible.

Thus, recent changes in the policy environ-
ment, combined with continued reductions in
hospital and nursing home lengths of stay,
suggest that pressures on unpaid caregivers
are likely to increase. Reliance on informal
caregivers without considering the caregivers’
ability to provide care can create a stressful
and potentially unsafe environment for the
caregiver and the care recipient. These find-
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TABLE 3—Logistic Regression Model of Factors Associated With Vulnerability Among

Parameter
Predictor Estimate (8) SE Adjusted OR (95% Cl) P

Caregiver has unmet needs in providing care 211 195 1.23(0.84,1.81) 281
Caregiver has difficulty providing care 331 170 1.39(1.01,1.94) .051*
Caregiver provides higher-intensity care .351 .158 1.42 (1.04,1.93) .026*
Reports that physical health has suffered

since becoming a caregiver 481 195 1.61 (1.10,2.37) .014*
Primary caregiver .069 .158 1.07 (0.79, 1.46) .660
Age =65y 1.083 253 2.93(1.78,4.82) .001*
Female .066 158 1.07 (0.78, 1.45) 676
Married 422 157 1.53 (1.12,2.07) .007*
Non-White 128 182 1.14 (0.80, 1.62) 483
Not a high school graduate 712 194 2.04 (1.39,2.98) .002*
Employed -.606 168 0.55(0.39, 0.76) .003*
Care recipient has fair/poor health .204 187 1.23(0.85,1.77) 274

good/excellent health, 1=fair/poor health).
*Statistically significant.

ings signal a need for developing a broader
array of accessible, affordable, and innovative
services and programs that lend support to
family caregivers in their roles. Although ar-
guments in favor of supporting caregivers are
many, one large incentive is that caregivers at
increased risk for mental and physical health
problems are likely to become care recipients
themselves, further draining limited resources
for conditions that are often preventable.

The results of this study must be viewed in
light of certain survey limitations specific to
nonsampling error, such as nonresponse bias,
coverage bias, item response bias, and ques-
tion order and context effects. The margin of
error for estimates in this survey was 3%. Ef-
forts were taken to minimize sources of er-
rors, including pilot testing the survey instru-
ment with focus groups, devising alternative
forms of the screening instrument, training in-
terviewers, and providing extensive supervi-
sion during data collection. Moreover, up to
50 attempts were made to contact eligible
participants.

This study extends previous research on
caregiving in several ways. First, in contrast to
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Note. OR=odds ratio; Cl = confidence interval. Model regressed the vulnerability of caregivers (0=no, 1=yes) as a function of
duration of care (0=less than 1 year, 1=1 or more years), whether caregiver needs help (0=no, 1 =yes), support from formal
care system (0=no, 1=yes), difficulty providing care (0=not at all/not very, 1 =somewhat/very), caregiving intensity (0=
lower intensity, score 1-3, 1= higher intensity, score 4-5), and the caregiver's employment status (0=unemployed, 1=
employed either part-time or full-time), adjusting for the caregiver's sex (0=male, 1 =female), race (0=White, 1 =non-White),
education level (0 =high school graduate or more, 1=less than high school graduate), and the care recipient’s health (0=

past research, which almost always has con-
sidered caregivers as 1 population, the pres-
ent study separates caregivers on the basis of
key health attributes that are likely to affect
both the caregiver’s long-term well-being and
his or her ability to provide care. Second,
rather than focusing primarily on the psycho-
logical burdens of caregiving, the present
study examines the content, intensity, and du-
ration of care provided by vulnerable care-
givers—aspects of caregiving that could exac-
erbate existing vulnerabilities over time.
Taken together, the results of this study sug-
gest that more than one third of caregivers,
who are a vital and increasingly important re-
source to the health care system, are in the
precarious position of providing intense and
continuing care to others while suffering from
poor health themselves. The importance of
addressing the needs of these caregivers
should not be underestimated. ®
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